INTRODUCTION
A nxiety disorders cause distress and disability and include generalized anxiety disorder, specific phobia, obsessive-compulsive disorder (OCD), social phobia, panic disorder, and posttraumatic stress disorder (PTSD). Anxiety disorders are a serious problem, with a lifetime prevalence in the general population 1 of 28.8%, but there have been conflicting reports in prevalence rates for US ethnic/racial minorities. 2 In examining racial and ethnic differences in the National Comorbidity Study Replication (NCS-R), Breslau et al 3 report that African Americans experience significantly lower rates of most anxiety disorders (and the majority of other psychological disorders as well)-with disadvantaged individuals experiencing even lower rates of psychopathology than those of higher socioeconomic status. The authors make the unlikely speculation that disadvantaged minority status may be protective factor but also concede that other factors may be producing these counterintuitive results, including differential response bias, instrument bias, and ethnic differences in the experience of psychopathology.
Patients who do not meet symptom criteria for disorders as defined in the Diagnostic and Statistical Manual of Mental Disorders (Fourth Edition, Text Revision; DSM-IV-TR) may not be properly identified. 4 For example the culture-bound anxiety disorder ataque de nervios, which is seen Caribbean and other Latino populations, appears in the DSM-IV-TR only as an appendix. 4 Perhaps what is occurring in studies such as the NCS-R is that cultural variations of common disorders are not being identified, leading to the false impression that African Americans experience lower rates of psychopathology. In his review of anxiety in minority populations, Guarnaccia 5 noted that more research is needed to identify the range of symptoms associated with anxiety disorders in different cultural groups. A comprehensive understanding of anxiety may be particularly important for African Americans, as the experience of anxiety may be confounded by cultural factors, including different cultural practices, memory of historical abuses, the stress of underrepresented minority status, and anxiety surrounding the awareness of racism. 6, 7 Misperceptions about the likelihood of anxiety as a primary disorder in African Americans can lead to a failure to identify these disorders in African American patients. A large study (N = 32 752) found that African Americans were significantly less likely to receive treatment for anxiety disorders than European Americans even after controlling for predisposing factors and severity (odds ratio [OR], 1.77). 8 In this same study, no evidence of lower service utilization emerged for alcohol or other substance use problems among black respondents, despite adequate statistical power to detect a difference. A similar pattern was found among dual-diagnosis patients and those with a comorbid Axis II disorder. The authors attribute the cause of these differences to several factors, including social programs and policies that may disproportionately affect African American neighborhoods. 8 It is possible that stereotypes about the mental health needs of African Americans have influenced the type of services available in those communities.
To best serve all Americans, it is of vital importance that scientific inquiry into medical and psychological issues include all segments of our society. However, treatment studies of anxiety disorders frequently lack adequate minority participation. For example, one of the largest studies on the treatment of panic disorder (N = 312) had a total minority enrollment of only 9%, despite being conducted at several urban sites (eg, Pittsburgh, Pennsylvania; Boston, Massachusetts; Long Island, New York), presumably with access to a large minority population. 9 No information was provided as to how many of the minority participants were African American. A large randomized trial to improve the treatment of panic and generalized anxiety disorders in a primary care setting recruited patients from 4 centers in Pittsburgh (N = 191), but minority participation was scant 10 ; the authors noted that "our findings may apply only to Caucasians who comprised 95% of the study patients."
One of the largest cognitive behavior therapy treatment studies for OCD (N = 218) was conducted at multiple urban sites in North America and compared behavioral treatment from a therapist to computer therapy or relaxation; 11 this study had only 7% minority inclusion with no data as to how many of these were African American. A comprehensive review OCD randomized clinical trials in North America found that across 40 studies (N = 2221), only 1.3% of participants were identifiable as African Americans. 12 Such small numbers of minorities make it difficult to draw meaningful conclusions about the efficacy of treatment for these groups. One large study of the effectiveness of the selective serotonin reuptake inhibitor paroxetine for anxiety disorders was able to examine ethnic differences only by pooling data from 104 studies for 4.6% African American inclusion; the authors of that study urged clinical researchers to advocate for increased "clinical trial involvement among minority populations." 13 There have been some anxiety studies that are noteworthy due to their relative success at minority recruitment. The Child/Adolescent Anxiety Multimodal Study, a study of 488 children with separation anxiety disorder, generalized anxiety disorder, or social phobia, was 9.0% African American.
14 This study recruited from 6 different sites nationwide. Recruitment techniques were not described, although the authors noted having engaged in "intense outreach," which, though successful, did not include the most socioeconomically disadvantaged children. Furthermore, African American participation was still lower than the national percentage of African Americans in the United States.
PTSD trials have been a notable exception in the inclusion of minority participants. One of the largest randomized treatment outcome studies (N = 284) involved female veterans recruited from 9 veterans administration centers, with African American participation 15 at 33%. Foa et al 16 also reported impressive minority participation in their study of female assault survivors (N = 171)-43.6%. Other studies have focused on minority differences in PTSD, including expression of symptoms, service utilization, and treatment outcome (eg 17 ). In July 1989, the National Institutes of Health (NIH) Memorandum on Inclusion encouraged research solicitations to include women and minorities and provide a rationale if they were excluded. To ensure these policies were implemented, Congress legally mandated inclusion through the NIH Revitalization Act of 1993. By 1994, the NIH had revised it policy to require that women and minorities must be included and, by 1995, the NIH refused to fund any project that did not adhere to these policies. 18 The
Outreach Notebook for the NIH Guidelines on Inclusion of Women and Minorities as Subjects in Clinical
Research states that "it is imperative to determine whether the intervention or therapy being studied affects women or men or members of minority groups and their subpopulations differently." 18 Unless it is clear that no important public health questions can resolved by the inclusion of minorities, the study design must include "sufficient and appropriate representation of minority groups to permit valid analyses of differential intervention effect." 18 This typically means oversampling-that is, including more minorities than would constitute a nationally representative sample to achieve enough statistical power to determine if group differences exist in important outcome variables. As of the last available NIH report, minorities constituted 26.5% of enrollment across all US domestic clinical studies. For domestic phase III trials, there were an average of 22.6% minority subjects enrolled in protocols from 2002 to 2007, and 9.6% were African American. 19 The number of African Americans is less than representative of the US population, but high enough to illustrate that African Americans can and do participate in clinical research.
Mistrust of the larger medical system is often implicated as the major cause of low minority participation. 20 According to the US surgeon general, "research documents that many members of minority groups fear, or feel ill at ease with, the mental health system." 21 African Americans appear to have greater distrust of the medical and psychological health system, many believing that these institutions hold racist attitudes. 22, 23 Negative perceptions may be rooted in historical abuses of black slaves for purposes of medical experimentation; slaves could neither consent nor refuse to participate by virtue of their low social status. 24 Government-sanctioned abuses such as the US Public Health Service Syphilis Study at Tuskegee (Tuskegee study), serves as a grim reminder and warning to many African Americans about the dangers of research participation. 25 Correspondingly, it has been hypothesized that for these reasons African Americans are extremely suspicious of medical and psychological research. 22 African Americans who regularly encounter prejudice may develop what has been described as healthy paranoia, or cultural mistrust, a response style based on experiences of racism and oppression in US society. 26 There is research to support the idea that African Americans underutilize medical and psychological services out of fear of mistreatment, being hospitalized involuntarily, or being used as "guinea pigs." 26, 27 The Tuskegee Legacy Project surveyed 1133 racially diverse adults in 4 US cities. The findings revealed no difference in self-reported willingness to participate in research between groups, yet black participants were significantly more likely than white participants to have a higher fear of participation (OR, 1.8) based on the Guinea Pig Fear Factor scale. 28 However, despite history of documented research abuses of African Americans, there are few studies that validate mistrust as a causal factor in their exclusion from many research trials. Furthermore, the reasons African Americans underutilize medical and psychological care may not be the same factors that prevent participation in research.
There are few reports in the literature to inform researchers and public health officials about effective outreach strategies for minorities into medical and psychological studies. 29 Nonetheless, several studies have successfully recruited African Americans, despite the obstacles described previously. For example, Meinert et al 29 reported a successful experience by organizing a conference for African American women focused on depression. The authors felt the key elements to success were their direct appeal to the African American community, encouragement of self-determination, respect of the participants' spiritual tradition, and strong collaboration with community groups.
The National Survey of American Life is a major epidemiological study focused on mental health issues and differences among black and white Americans. 30 Keys to successful recruitment of the large sample of African and Caribbean Americans (N = 3570 and N = 1623, respectively) included racial and cultural matching of interviewers and participants (this necessitated hiring and training 300 new African American indigenous interviewers), press releases and interviews in the local media, sending the best interviewers to the most difficult regions, and flexibility to utilize phone interviews when necessary. Clay et al 31 recruited 150 African American women for a study of childhood factors related to psychosocial adjustment. They cited targeted advertising with midcourse corrections, networking with members of the African American community, and regular tracking of callers as essential ingredients to success. Thus, it has been demonstrated that recruitment of African Americans is possible for the determined researcher.
Among those who have successfully recruited African Americans, very few have systematically examined motivations for minority participation. Hatchett et al 32 describe their experience in the recruitment of African Americans in Detroit, Michigan, for a behavioral study of thoughts and feelings over the lifespan. Early in the study it was found that race-targeted telephone solicitation was not an effective strategy. Successful recruitment strategies included forging relationships with trusted members of the African American community, personal contact with church leaders, presentations to African American organizations, and advertisements in African American venues. Most participants (70%) ultimately cited word of mouth as their source of information about the study. In a rare follow-up study, the authors assessed motivation for participation with a poststudy survey. Reported reasons included participant payments (45%), interest in the research (35%), opportunity to contribute (21%), informational/educational (14%), and other (7%). The authors concluded that lack of African American participation was not due to the Tuskegee study as previously thought, but rather a lack of knowledge about the study and its goals. 32 Stigma and stereotyping were previously explored in a series of quantitative studies as potentially confounding factors in the assessment of anxiety in African Americans. 6, 33 African Americans reported significantly more contamination anxiety than European Americans that was later explained by nonpathological cultural attitudes about cleanliness and animals. 6, 34 Interestingly, African Americans also reported significantly more negative affect in the testing situation than white participants, regardless of the race of the interviewer. 35 This indicates that there may have been some aversive aspect of the research experience unique to African Americans.
The current study further examines these issues by drawing upon in-depth interviews about the subjective experiences of 6 African Americans who participated in a larger study of anxiety disorders. Examined are participant experiences with the assessment process, opinions about why African Americans might be reluctant to participate in such studies, and participant-generated ideas about how to improve African American representation. It was hypothesized that African Americans would report mistrust of the medical and psychological health care system, including concerns that the study results might reflect negatively upon African Americans.
METHODS Procedures
More than 600 students and community members living in Virginia completed a study of ethnic differences in the expression of anxiety. The study was approved in advance by the university's institutional review board. Participants were recruited through direct mail, telephone solicitation, flyers, word of mouth, and the local university subject pool. Several measures were implemented to maximize the participation of African Americans. Targeted mailings advertising the study were sent out to neighborhoods that were demographically at least 50% African American. These were followed by phone calls from a diverse staff of research assistants. Posted around the community were color flyers about the study featuring a photo of an attractive African American person. Announcements about the study were made at black churches and community organizations. To address potential concerns about confidentiality, subjects were not required to provide names or identifying information to participate. Students received course credit for participation and community subjects were paid $25. Personal information required by the university for financial compensation was collected separately to preserve anonymity.
Additional measures were put in place to alleviate potential discomfort of African American participants once the study had begun. Approximately half of the research assistants who administered assessments were African American. Further details about this study and the battery of measures administered are reported elsewhere. 35 Participants were reminded that their participation was completely voluntary, that they could skip any questions they preferred not to answer, and that they would be fully compensated whether or not they continued to participate. From this larger sample, 6 subjects were offered the opportunity to participate in semistructured interviews to gain a better understanding of participant experiences with the interview process and their opinions on how African Americans might respond to mental health issues. Participants agreeing to the interview were paid an additional $35 for their participation. All who were approached agreed to participate. Interviews took place within 24 hours of debriefing from the initial study and occurred in a private, comfortable interviewing room.
Participants
Participants were 6 African American adults living in Virginia. Excluded were those reporting current or recent symptoms of OCD, participants whose racial identification did not fit into the black/African American category, and those who reported having lived in the United States for fewer than 5 years. The demographics of this group are described in the Table.
Measures
Prior to the interview, participants were given a battery of questionnaires designed to assess symptoms of anxiety and mood disorders, which included several measures administered by a study evaluator. Following this procedure, a semistructured interview was specifically designed to elicit information related to race, anxiety, help seeking, and participation in research studies. Participants were first orally debriefed about the procedure and also given a separate written consent form. This was followed by several demographic questions about the participant's family, employment situation, and residence. Subjects were then asked about their experiences with illness, attitudes about mental health care issues, and experience with the research process. Questions about the experience with the research process are detailed in the Box.
Questions specific to race as a potential factor were asked last to prevent biasing answers to preceding questions. Five of the 6 participants were interviewed by an African American researcher, and one was interviewed by 
Qualitative Analysis
Videotaped interviews, lasting approximately 1 hour and using a semistructured format, were conducted to elicit a full description of participants' experiences with and perceived barriers to participating in psychological research studies. The interviews questions were designed to allow participants to share their views, attitudes, and opinions in a casual, nonthreatening manner and environment. The videotaped interviews were transcribed verbatim, reviewed for accuracy, and summarized by a member of the research team. Another member of the research team coded the transcripts by grouping similar data together. Process and analytic memos were maintained to document the research process and outline the decision making that led to the data being assigned to particular categories. 36 After all transcripts were coded, the research team as a whole reviewed the findings, and consensus was reached for final themes. Qualitative data analysis was conducted to identify major themes and patterns to enhance the findings from the quantitative segment of the overall study. 37 Quotes that represented each domain were extracted and examined for their contribution to theme development.
RESULTS
In detailing the sociocultural factors related to attitudes about study participation, feelings of mistrust emerged as a dominant theme. Concerns fell under several categories, including: (1) not wanting to speak for others, (2) self and group presentation concerns, (3) potential covert purposes of the study, (4) confidentiality, (5) repercussions of disclosure, and (6) the desire to confide only in close others. Additionally, thoughts and suggestions for increasing African American participation were identified, including: (1) increased confidentiality, (2) remuneration and incentives, and (3) a comfortable environment.
Can't Speak for Others
Participants were asked if they believed that people from their ethnic/racial group might be uncomfortable participating in a study such as the one described here. The question had been asked in this way to account for the possibility that participants might be uncomfortable disclosing their own personal beliefs to an unknown researcher and therefore it might be easier to describe the attitudes of anonymous others in their social networks. Participants were also asked for their ideas about why they thought black and white people might answer certain questions differently.
Paradoxically, presenting questions in this way made participants more guarded. Rather than offer suggestions or guesses, several said they could not speak for others. For example, participant 1 noted, "there's such a broad spectrum [within] every ethnicity. I feel like there's such a broad range of people that it'd be hard to decide how they would answer." In terms of why black and white people might answer questions differently, participant 2 said, "I can't answer that question because I don't know the African American answer. I only know for myself…I don't know the white person answer."
Self and Group Presentation Concerns
Participants also expressed concerns surrounding how other African Americans would potentially view study participation. For example, participant 2 said others may believe they "have to fill this out a certain way so it doesn't seem like it's a big difference or whatever-I think that would probably happen." This response indicates a concern over what others might think of a participant's ethnic group as a whole, based on the responses of a single participant, and the need to censor responses accordingly.
Covert Purpose of Study
Participants subtly questioned the motivations of the experimenter by pointing out that many of the questions seemed repetitive (participant 3: "They're saying the same thing in a slightly different tone") and suggesting that perhaps this was done "to see if you were paying attention," as noted by participant 2. Participant 4 remarked that one of the measures "asks some secret
Box. Interview Questions About Study Attitudes and Experiences
• Before the survey, what kinds of questions did you think you would be asked?
• Did you think that the survey questions were appropriate to you? • How did you think this information about you might be used?
• How did the instructions given by the experimenter make you feel?
• How comfortable were you with the experimenter? • Were you concerned that your responses might reflect poorly on you or your ethnic/racial group? • Do you think people from your ethnic/racial group might feel uncomfortable participating in a study like this one? Why or why not? • What sorts of things might make them/you feel more comfortable? question about race," an indication of concerns about a covert purpose of the study not revealed to participants.
Confidentiality
Confidentiality and privacy concerns also emerged as important themes. For example, participant 6 said, If it is supposed to be confidential…how can they be sure?… They are probably afraid that it is something that might entrap them, or be used against them, or they are suspicious; no trust…That's because they don't know who is running it. Suspicious like wondering why they are calling them or why they are here and what is it going to be about. Participant 4 said, "A lot of people don't like answering anything that can identify them."
Concern About Repercussions
Many concerns reflected worries about the repercussions of participation. Participant 4 indicated fears about being involuntarily hospitalized when, referring to the assessment measures, he said, "Wow, I thought if somebody answers all the time with this, they're gonna come pick them up [laughs] . The cops are gonna be at the door waiting for you when you get home." Participant 6 said, "Not everybody is your friend so when you tell people things you can create more problems."
Desire to Confide Only in Close Others
Several indicated that it was only safe to confide in others who were close friends or family. Embedded in their statements are additional concerns about the repercussions of disclosing mental health concerns. Participant 2 said, "I can't talk to people that I don't know because I don't know what they are going to do to me." Participant 6 said, "People like to talk and gossip; most of the time they are far from the truth. But I might tell a best friend."
Ideas to Increase Study Participation
Participants were asked for ideas to help increase study participation among African Americans. One important issue, connected to the theme of mistrust described previously, included assurances of anonymity and confidentiality. Participant 2 noted that people "throw that term around these days, 'everything's confidential,' you know, but…people rarely believe that it is, you know. They just have to feel safe in order to do it." Participant 4 suggested that "maybe if they didn't have to put their name anywhere…the fewer people they see the better." Participant 5 felt participation would be improved among African Americans "if they felt they were put at ease and that, you know, this wasn't going to be something where their name would be publicized."
Compensation and incentives were also listed as a means to improve participation. Participant 2 felt that financial remuneration was important, stating, "once they see that dollar sign, they go ahead and do it." A comfortable environment was also cited as a critical factor. Participant 3 said, "Maybe hold it somewhere that's safe, in their neighborhood and lure them in-we have free food or something and then you'll get some money too, something like that…They don't want to feel like guinea pigs; they feel safe in their environment."
DISCUSSION
Although African Americans report the same willingness to participate in medical and psychological research as other groups, 28 it cannot be assumed that such statements reflect actual behaviors given the low rates of participation in many studies (ie 12, 45 ). Our findings indicate that cultural mistrust may be an actual barrier to African American participation in psychological research studies. Participants were concerned about privacy due to potential negative repercussions, both small (ie, gossip) and large (ie, involuntarily hospitalization). This related to statements made by participants that it was best to confide only in close friends or family. This is consistent with findings from a focus group study by Thompson et al 38 about African American attitudes about psychotherapy; in that study, Africans Americans were found to have "strong prohibitions on sharing information with those outside of a circle of family and trusted friends." Mistrust sometimes manifested as an unwillingness to speak for others. The reason for this is not completely clear, but participants clearly found this line of questioning uncomfortable.
Our findings are consistent with reports that African Americans are concerned that participation in medical and psychological research may result in being harmed or otherwise exploited as guinea pigs. 39 For psychological research, the concerns may be amplified by worries about being involuntarily hospitalized.
There are several possible explanations for the degree of mistrust expressed by participants. Although not all African Americans are aware of the Tuskegee study, there is a collective memory of past and recent research abuses that continues to influence attitudes and behaviors. 20 Research abuses that disproportionately affect people of color were not isolated to the Tuskegee study and continue to into recent times (ie, John's Hopkins Lead Paint Study 40 ). Given this unfortunate reality, it is not surprising that concerns emerged about possible secret motives of the researcher.
Participants expressed general worries that are likely based in ongoing experiences of prejudice and discrimination, which broadly affect perceptions and expectations (ie, healthy cultural paranoia 23 ). African Americans may experience fears of validating negative stereotypes about their group and be reluctant to disclose information that might make themselves or their group compare unfavorably to others (ie, stereotype compensation 7, 33 ). Participants expressed worries about potential direct harm-for example, loss of freedom through involun-tarily hospitalization. However, this concern is not unrealistic, as African Americans are more likely to be involuntarily hospitalized. 20, 26, 41 Interestingly, we found that participants were mistrustful even when being interviewed by another African American. This is consistent with findings that African Americans have a more negative experience during the interview process, with both a black and white interviewer. 35 This is also consistent with the clinical observation that some African Americans may not be willing to discuss symptoms until they feel comfortable with their therapist, even when the interviewer is from the same ethnic/racial background. 26, 38, 42 Although the reasons African Americans underutilize medical and psychological services may not be the same factors that prevent participation in research, concerns related to these issues are activated during study participation and may introduce additional anxiety and guardedness.
Dovetailing the theme of mistrust, confidentiality was described as an important factor in facilitating participation. Many studies require the collection of names and birth dates for routine purposes, but allowing participants to participate anonymously-without providing a name or other identifying information-may enhance recruitment and make participants feel more at ease. Additionally, participants may feel deceived when told that their participation is private, but in order to generate a check, their name, address, and social security number are requested. One method we used in this study was to provide gift credit cards so that it was not necessary to produce or mail a check; however, we were still required to collect names and social security numbers. Institutions with greater flexibility should compensate participants anonymously and with cash, when possible.
Participants indicated that meaningful financial compensation was an important factor in eliciting participation. Adequate compensation communicates to the participant that study personnel appreciate their time and effort, and also generates additional interest in a program that might not have been considered otherwise. 31, 32 Compensation helps to offset practical barriers, such as wages lost from missing work, the cost of child care, and the cost of transportation. 43 A comfortable study environment was cited as an important factor by participants. Participants can be put at ease if the study is conducted in private, peaceful environment that is clean and well-maintained. Consider making participants feel welcome by including African Americans magazines and artwork in the waiting room. If the study can be conducted in the participant's community, this is preferable, because participants may feel nervous or out of place venturing into a university research laboratory if this is not a part of their regular experience. Williams et al 44 reported difficulty in recruiting African Americans for an OCD outcome trial conducted in Washington, DC, an area with a large African American population. The authors believed that black participants felt uncomfortable venturing into an affluent, white section of the city. Additionally, having the study in an African American community-and thereby collaborating with community members-demonstrates that study organizers have an actual connection with the that community, which will help engender trust and improve recruitment through increased awareness. 29, 32 One strength of this study is that participants shared their thoughts after actually participating in an anxiety research study, rather than discussing their beliefs about a hypothetical study (ie 28 ). Another strength is the comprehensive interview, designed specifically to address assessment experience and recruitment issues. Finally, the interviewer for this study was an African American in the majority of cases, which may have helped participants feel somewhat more comfortable answering sensitive questions about race.
Limitations of this study include that this sample was from central Virginia and may not generalize to all African Americans. There were no affluent African Americans in the sample, and higher-income individuals may not be motivated by incentives such as financial compensation. A potentially biasing factor during the interview is that participants knew the study was investigating race and stereotypes in report of anxiety disorder symptoms; the interview contained direct questions about sensitive racial and mental health issues, which may have been difficult to answer. Finally, this sample included only those who felt comfortable enough to participate and so we do not know what the opinions are of those who were too fearful to participate.
CONCLUSION
Based on the findings of his study, the following recommendations are suggested for future researchers:
• Emphasize privacy and confidentiality.
• Allow subjects to participate anonymously, if possible.
• Make the purpose of the study very clear in recruitment materials, during initial contacts, and during informed consent.
• Provide meaningful, timely financial compensation.
• Provide a comfortable study environment-within the community when possible.
These suggestions are a starting point as it has yet to be determined if such steps will actually increase African American participation. Despite our best efforts at making study participants comfortable, a significant degree of mistrust remained. More research is needed to determine what additional strategies can be employed to elicit trust of participants and improve African American recruitment. Factors such as acculturation, age, education, past experiences of racism, and attitudes about mental health care probably all interact in a complex manner. More work is needed to quantify the factors that cause mistrust and their relative contribution to anxiety in the research setting and assessment process.
